'Best for everyone concerned' or 'Only as a last resort'? Views of Australian doctors about sterilisation of men and women with intellectual disability by Gilmore, Linda & Malcolm, Laura
This is the author’s version of a work that was submitted/accepted for pub-
lication in the following source:
Gilmore, Linda & Malcolm, Laura
(2014)
“Best for everyone concerned” or “Only as a last resort”? Views of Aus-
tralian doctors about sterilisation of men and women with intellectual dis-
ability.
Journal of Intellectual and Developmental Disability, 39(2), pp. 177-187.
This file was downloaded from: http://eprints.qut.edu.au/69591/
c© Copyright 2014 Australasian Society for Intellectual Disability, Inc.
The Version of Record of this manuscript has been published and is avail-
able in Journal of Intellectual and Developmental Disability, 30 January
2014, http://www.tandfonline.com/10.3109/13668250.2013.877125
Notice: Changes introduced as a result of publishing processes such as
copy-editing and formatting may not be reflected in this document. For a
definitive version of this work, please refer to the published source:
http://doi.org/10.3109/13668250.2013.877125
Cite as:   
Gilmore, L., & Malcolm, L. (2014). “Best for everyone concerned” or “Only as a last resort”? 
Views of Australian doctors about sterilisation of men and women with intellectual 
disability. Journal of Intellectual & Developmental Disability, 39, 177‐187. 
 
 
 
 
“Best for everyone concerned” or “Only as a last resort”? Views of Australian doctors 
about sterilisation of men and women with intellectual disability* 
LINDA GILMORE & LAURA MALCOLM 
Doctors’ views about sterilisation 
2 
Abstract 
Background  Doctors have the potential to influence opportunities for normative life 
experiences in the area of sexuality for individuals with intellectual disability (ID). 
Method  In Study One, 106 doctors completed the Attitudes to Sexuality Questionnaire 
(Individuals with an Intellectual Disability). In Study Two, 97 doctors completed a modified 
form of the questionnaire that included additional questions designed to assess their views 
about sterilisation. 
Results  Attitudes were less positive about parenting than about other aspects of sexuality, 
and less sexual freedom was seen as desirable for adults with ID. A surprising number of 
doctors agreed that sterilisation was a desirable practice. Study Two provided data about the 
conditions under which sterilisation was endorsed. Most doctors reported they had not been 
approached to perform sterilisations. Only 12% believed medical practitioners receive 
sufficient training in the area of disability and sexuality. 
Conclusions  The findings have implications for training and professional development for 
doctors. 
Keywords: attitudes, doctors, general practitioners, sexuality, intellectual disability, 
sterilisation, ASQ–ID 
Doctors’ views about sterilisation 
3 
Introduction 
Despite considerable progress towards achieving more positive and inclusive life 
experiences for people with intellectual disability (ID), systemic issues and attitudinal 
barriers remain. Accessing normative life experiences in relation to sexual development and 
sexual expression is one of the more complex and controversial aspects of inclusion. The 
rights of people with disability to experience intimacy and reciprocal affection, receive sex 
education and family planning services, marry, procreate, and access necessary services and 
supports in relation to these rights, are explicitly acknowledged in the Convention of the 
Rights of Persons with Disabilities (United Nations, 2007). Sexuality continues to be a value-
laden area, however, and it is clear that people with ID still face many obstacles to the social 
acceptance and practical experience of their sexuality. 
The lives of individuals with ID tend to be strongly influenced by numerous 
individual, familial, community, and organisational systems that have the potential to 
facilitate or constrain sexual development and expression through the opportunities and 
support provided within those contexts. People with ID generally have relatively low levels 
of knowledge about puberty, menstruation, sexuality, contraception, and safe sex practices in 
comparison with the general population (Cheng & Udry, 2005; Dukes & McGuire, 2009; 
Galea, Butler, Iacono, & Leighton, 2004; Servais, 2006). Those who reside in supported 
accommodation or live with their families are likely to have less privacy than their peers 
without disability (Noonan & Taylor Gomez, 2010), fewer social networks, and, 
consequently, fewer opportunities to learn about and experience love, sex, and relationships 
(Davies, 2000; Eastgate, 2011). 
Attitudes play an important role in influencing the opportunities and support that are 
provided for individuals with ID to develop and express their sexuality. Negative attitudes 
can have detrimental consequences (Brown & Pirtle, 2008), affecting social behaviour 
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(Richards, Miodrag, & Watson, 2006) and mental health (Bradley & Burke, 2002). Although, 
historically, attitudes towards the sexuality of those with ID have been very negative (Di 
Giulio, 2003; Franco, Cardoso, & Neto, 2012; Greydanus & Omar, 2008; Kempton & Kahn, 
1991; Richards et al., 2006), recently more positive views have been expressed by social 
service providers (Bazzo, Nota, Soresi, Ferrari, & Minnes, 2007), special education teachers 
(Aunos & Feldman, 2002), disability support staff (Christian, Stinson, & Dotson, 2001; 
Gilmore & Chambers, 2010) and the general community (Cuskelly & Gilmore, 2007). At the 
same time, parents have reported concerns about their son’s or daughter’s sexuality, such as 
fears of unwanted pregnancy, noncompliance with societal standards of sexual behaviour 
(Brown & Pirtle, 2008; Lumley & Scotti, 2001) and sexual exploitation (Cuskelly & Bryde, 
2004). Sterilisation of women with ID is sometimes seen as a desirable solution to concerns 
about pregnancy, parenting, abuse, and sexual hygiene (Aunos & Feldman, 2002; Jones, 
Binger, McKenzie, Ramcharan, & Nankervis, 2010; Servais, 2006) and sterilisation may also 
be considered as an option for men with ID who display inappropriate or problematic sexual 
behaviours (Carlson, Taylor, & Wilson, 2000). 
The beliefs and attitudes of doctors are particularly important because they tend to be 
the first professionals to be consulted on issues related to sexuality, especially menstrual 
management and contraception (Eastgate, 2011). To our knowledge, there have been no 
previous investigations of doctors’ views about sexuality issues for individuals with ID; 
however, it has been recognised that sexual health is often a neglected part of health care in 
this population (Eastgate, 2011). Given their pivotal role in supporting adults with ID, the 
aim of the current study was to investigate the attitudes of doctors towards the important area 
of sexuality. 
Method: Study One 
Participants 
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The participants were 106 doctors who were currently practising as general 
practitioners in the state of Queensland, Australia. There were 76 (66% female) doctors from 
the capital city Brisbane, and 30 (55% female) from regional areas of the state. Table 1 
provides data on the age distribution of the sample. 
<Please insert Table 1 about here> 
Measure 
Attitudes to Sexuality Questionnaire (Individuals with an Intellectual Disability) 
(ASQ–ID; Cuskelly & Gilmore, 2007). The ASQ–ID is a 34-item questionnaire that measures 
attitudes towards the sexuality of individuals with a mild to moderate ID. There are two 
versions of the ASQ–ID: one focused on male sexuality, the other on female sexuality. The 
questionnaire comprises 34 items that are rated on a 6-point Likert scale on which 1 = 
strongly disagree and 6 = strongly agree. The questions cover aspects such as sexual 
feelings, sex education, masturbation, personal relationships, sexual intercourse, sterilisation, 
marriage, and parenthood. Scores are obtained for four subscales: Sexual Rights (e.g., 
“Sexual intercourse should be permitted between consenting adults with ID”), Parenting (e.g., 
“With the right support, women/men with ID can rear well-adjusted children”), Non-
Reproductive Sexual Behaviour (e.g., “Consenting adult men/women with ID should be 
allowed to live in a homosexual relationship if they so desire”), and Self-Control (e.g., 
“Women/men with ID are more easily stimulated sexually than people without ID”). Higher 
scores indicate more positive or accepting views. In Study One, Cronbach’s alphas were 
acceptable to good, ranging from .69 (Self-Control) and .79 (Non-Reproductive Sexual 
Behaviour) to .83 (Sexual Rights) and .87 (Parenting). 
Attitudes to Sexuality Questionnaire (Individuals from the General Population) 
(ASQ–GP). The ASQ–GP (Cuskelly & Gilmore, 2007) is an abbreviated version of the ASQ–
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ID that measures attitudes towards the sexuality of typically developing (TD) adults. The 7-
item Sexual Openness subscale contains questions about access to sex education and 
contraception (e.g., “Advice on contraception should be freely available to young 
men/women”), as well as freedom of sexual expression (e.g., “Girls/boys should be 
discouraged from masturbating”). Cronbach’s alphas in the current study were acceptable at 
.67 for the ASQ–GP Sexual Openness subscale, and .76 for the corresponding ASQ–ID 
items. 
Procedure 
Doctors were recruited by mailing letters of invitation and questionnaires to general 
practices in the state of Queensland, Australia. Envelopes were addressed to practice 
managers who were asked to distribute the questionnaires among doctors in their practice. To 
maximise the likelihood of doctors completing the questionnaires, the front sheets were 
printed on bright coloured paper with “We need your views!” clearly shown at the top. The 
mail-out for Study One covered 110 practices in the capital city and 70 practices in regional 
areas of the state. Each package included an appropriate number of questionnaires (half about 
male and the other half about female sexuality) and reply-paid envelopes for the estimated 
number of doctors working in the practice, as shown in the online telephone directory and, in 
the case of most city practices, confirmed in a phone call by a research assistant. A total of 
1,070 questionnaires were mailed to 794 city doctors and 276 regional doctors. Of these, 106 
completed questionnaires were returned (52 about male sexuality, 54 about female sexuality), 
representing a response rate of just below 10%. 
Ethical approval for the research was granted by the Human Research Ethics 
Committee of Queensland University of Technology. A participant information sheet 
described the purpose of the research, potential benefits and risks, details about participation 
(including the voluntary and anonymous nature of participation), and the contact details of 
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the researchers. The return of the completed questionnaire was regarded as informed consent. 
Each respondent completed a questionnaire in relation to either male or female sexuality. 
Results: Study One 
Preliminary analyses 
In preliminary analyses, all subscale scores for city and regional doctors were 
compared. Similar comparisons were made on the basis of the gender and age of the 
respondent. There were no significant differences according to location, age, or gender. 
Attitudes towards the sexual freedom of adults with and without an ID 
Scores were calculated for the ASQ–GP Sexual Openness scale and the corresponding 
ASQ–ID items. A paired samples t-test was used to determine whether views about sexual 
freedom differed for adults with and without an ID. A significant difference was found, with 
participants indicating less support for the sexual freedom of adults with ID. This applied to 
views about both men, t(51) = 2.49, p = .016 (TD, M = 36.72, SD = 3.86; ID, M = 35.75, SD 
= 4.23) and women, t(53) = 2.16, p = .036 (TD, M = 37.42, SD = 3.71; ID, M = 36.69, SD = 
3.95). 
Attitudes towards the sexuality of individuals with an ID 
Views about the sexuality of individuals with an ID were generally positive. Overall 
attitudes towards male and female sexuality were very similar (male total scale, M = 4.63, SD 
= 0.48, range: 2.82–5.47; female total scale, M = 4.61, SD = 0.48, range: 3.18–5.59) and there 
were no significant differences on any of the ASQ–ID subscales (see Table 2). Mean scores 
on the parenting items were compared with mean scores of the remaining ASQ–ID items. 
Using paired samples t-tests, views were found to be significantly less positive about 
parenting than about other aspects of sexuality, males, t(47) = 2.84, p = .007; females, t(53) = 
3.30, p = .002. 
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<Please insert Table 2 about here> 
The issue of sterilisation 
A review of individual items drew our attention to the pattern of responses on one 
particular question: “Sterilisation is a desirable practice for men (women) with an intellectual 
disability.” In order to determine the proportions of respondents who agreed versus disagreed 
on this item, the group was divided into those who agreed at least to some extent and those 
who disagreed at least to some extent. In relation to men with ID, 23% of the sample 
endorsed sterilisation as a desirable practice. For women with ID, the proportion was 41%. 
Analysis of responses to the sterilisation question using independent samples t-tests showed 
no significant differences according to doctor gender, age, or location. 
Discussion: Study One 
Doctors appear to hold views about the sexuality of men and women with ID that are 
just as positive as those of people working in disability services (Gilmore & Chambers, 2010; 
Meaney-Tavares & Gavidia-Payne, 2012) and those residing in the general community 
(Cuskelly & Gilmore, 2007). Attitudes towards male and female sexuality are similar, and 
doctors practising in country areas do not differ from those in city practices. Nor are there 
any differences in attitudes between male and female doctors, or differences according to 
their age. 
Despite their generally positive attitudes in relation to the right to engage in various 
forms of sexual activity and to access information and support, such as contraception, doctors 
view less sexual freedom as desirable for adults with ID compared with adults in the general 
population. Similar findings have been reported previously (Cuskelly & Gilmore, 2007), 
although Gilmore and Chambers (2010) found a significant difference only for women. In 
part, this attitude may be related to a belief that men and women with ID do not have the 
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necessary cognitive capacity to comprehend information about sex and to make decisions, or 
the required self-regulatory and interpersonal skills to manage a sexual relationship. It is 
possible too that some doctors believe particular forms of sexual activity (e.g., intercourse, 
masturbation, or homosexuality) need to be restricted or monitored by others. 
In line with previous studies (Cuskelly & Bryde, 2004; Gilmore & Chambers, 2010; 
Jones et al., 2010; Wolfe, 1997), doctors are more cautious in their views about people with 
ID becoming parents. Although the issue is complex and parenting can certainly be more 
challenging for those with ID, there is a considerable body of research to show that positive 
outcomes are possible with timely and sufficient support (Murphy & Feldman, 2002; 
Tarleton & Ward, 2007) and skill development training (Wade, Mildon, & Matthews, 2007). 
Concerns about the capacity of adults with ID to manage contraception or future parenthood 
may lead some doctors to favour sterilisation. Indeed, a surprising proportion of doctors 
endorsed sterilisation as a desirable practice, despite the fact that current Australian 
legislation requires requests for surgical sterilisation to be approved by the Family Court of 
Australia or state-based Guardianship Tribunals. 
Unfortunately, the doctors’ responses to a single question provide no indications 
about why or under what conditions they regard sterilisation as appropriate. Sterilisations 
have traditionally been performed for a range of stated reasons including contraception 
(Roets, Adams, & Van Hove, 2006), management of bodily hygiene (Stansfield, Holland, & 
Clare, 2007), prevention of sexual behaviours that are considered inappropriate (e.g., 
masturbation in public places; Maurer, 1991; Sajith, Morgan, & Clarke, 2008), concerns 
about sexual abuse (O’Neill, 1996), and family financial burden in the case of unplanned 
children (Chou & Lu, 2011). Sterilisation is a permanent form of birth control involving 
surgical intervention (Dowse, 2004). For men, sterilisation procedures include vasectomies 
and, much less commonly, bilateral orchidectomies (castration). Female sterilisation can 
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occur through tubal ligation or hysterectomy in which the uterus (and possibly also the 
ovaries) is removed. Menstruation continues to occur following tubal ligation, but not after 
hysterectomy, which is why the latter is often preferred for women with ID. Notably, 
sterilisation does not prevent sexual abuse or eliminate inappropriate sexual behaviour 
(except in the case of male castration). 
In many countries during the late 19th and early 20th centuries, involuntary 
sterilisations were commonly performed as part of a eugenics program that aimed to reduce 
the prevalence of disability, due to its perceived burden on society (Block, 2000; Oliver, 
Anthony, Leimkuhl, & Skillman, 2002). Today, laws regarding sterilisation of individuals 
with ID in different parts of the world vary from direct prohibition to approval under certain 
circumstances (Hamilton, 2011). According to the World Medical Association, however, 
coerced sterilisations continue to be documented across the globe (World Medical 
Association & International Federation of Health and Human Rights Organisation, 2011). 
Some countries with dictatorial governments may insist on compulsory sterilisation before 
individuals with ID are permitted to marry (Kevles, 2011), and coerced sterilisations of 
vulnerable groups of women, such as those with ID or those from minority ethnic groups, 
reportedly still happen in some European countries (Zampas & Lamačková, 2011).  
In Australia, a 2013 Senate inquiry into the involuntary or coerced sterilisation of 
people with disabilities (Senate Community Affairs Committee Secretariat, 2013) 
recommended that sterilisation be banned for individuals with disability who have the 
capacity to consent or who may achieve capacity in the future. In recognition of the 
complexity of the issues, the recommendations included the provision of education and 
support for people with disability with respect to relationships, sexuality and sexual health, as 
well as medical and legal workforce training. 
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Sterilisation occurs within a broader context of human rights in which individuals 
with ID, particularly women, are provided with limited information and few opportunities to 
make decisions about their own sexual health (Gougeon, 2009; McCarthy, 2009; McGuire & 
Bayley, 2011). It is not unusual, for example, for women with ID to be routinely started on 
contraception from a young age (McCarthy, 2010), irrespective of whether or not they are 
sexually active (McCarthy, 2009), and for decisions about contraception to be made by others 
(van Schrojenstein Lantman-de Valk, Rook, & Maaskant, 2011). 
Given the potential importance of these issues for the rights of individuals with ID 
and the evidence that many Australian doctors appear to disagree with current legislation 
regarding sterilisation, we saw further research as imperative. Consequently, we designed a 
second study to gather data with a different sample of doctors, in order to deepen our 
understanding of the attitudes towards sterilisation that were apparent in the first study. 
Method: Study Two 
Participants 
The participants were 97 doctors from general practices in New South Wales (NSW), 
Australia. Thirty-nine (55% female) doctors were in the capital city Sydney, and 58 (41% 
female) were based in regional areas of the state. The age distribution of the sample is shown 
in Table 3. 
<Please insert Table 3 about here> 
Measure 
Attitudes to Sexuality Questionnaire (Individuals with an Intellectual Disability) 
(ASQ–ID; Cuskelly & Gilmore, 2007). An amended version of the ASQ–ID was used in this 
study. The questionnaire included all 22 items for the Sexual Rights and Self-Control 
subscales, as well as five of the six items that comprise the Parenting subscale. In place of the 
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Parenting subscale question that relates to sterilisation, 11 new questions (plus one additional 
question in the female questionnaire) were added to determine doctors’ attitudes towards 
sterilisation under different conditions. In order to reduce the length of the questionnaire, the 
five items comprising the Non-Reproductive Sexual Behaviours subscale were not used in 
Study Two. Neither was the ASQ–GP included. 
The new questions about conditions related to sterilisation (shown in the Results 
section) covered concerns about parenting, health risks, whether the disability could be 
passed on, sexual health and behaviour, residential context, and relationship status of the 
individual with ID. These items were identified from a comprehensive review of the literature 
about sterilisation and were discussed with staff at Family Planning Queensland and the 
Queensland Centre for Adults with Intellectual and Developmental Disability. All of the new 
items are rated on the 6-point scale used for other ASQ–ID questions. Consistent with the 
format of the original ASQ–ID items on which higher scores reflect more positive attitudes 
towards sexual rights, responses to the sterilisation questions are reversed so that lower scores 
indicate stronger endorsement of sterilisation. 
Some extra items were included to ascertain whether respondents themselves had 
been approached in relation to performing sterilisations or whether they were aware of their 
colleagues being approached. In cases when they replied affirmatively, participants were 
asked to provide details about whether the sterilisation had actually taken place, and the 
reasons for the procedure being performed. Finally, the doctors were asked whether they 
believed medical practitioners received sufficient training in the area of disability and 
sexuality, and they were given the opportunity to add any additional comments they wished 
to make. 
As in Study One and in previous work using the ASQ–ID, participants completed 
either a male version of the questionnaire, which measured attitudes towards the sexuality 
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and sterilisation of men with ID, or a female version, which measured attitudes towards the 
sexuality and sterilisation of women with ID. 
Procedure 
The procedures for ethical approval, recruitment, mail-out, and informed consent 
were identical to those used in Study One, except that this time questionnaires were sent to 
341 medical practices in Sydney and 227 in regional NSW. As in the Queensland study, each 
package included an appropriate number of questionnaires (half regarding male sexuality, the 
other half female sexuality) and reply-paid envelopes. A total of 1,636 questionnaires were 
distributed in this way to 907 city doctors and 729 regional doctors. One hundred were 
returned, a response rate of just above 6%. Two questionnaires were discarded because the 
sterilisation questions had not been answered, and another was not included as statistical 
analysis indicated that it was an outlier, resulting in a sample of 97 (48 about men with ID 
and 49 about women). 
Results: Study Two 
Attitudes towards the sexuality of individuals with an ID 
There were no significant differences in ASQ–ID scores according to respondent 
gender, age or location (Sydney versus regional NSW). Attitudes towards male versus female 
sexuality did not differ significantly. The respondents demonstrated generally positive 
attitudes towards the sexuality of individuals with an ID. Mean total scores for the two ASQ–
ID subscales used in Study Two were 62.75 (SD = 7.21) for Sexual Rights, and 14.19 (SD = 
2.07) for Self Control. A direct comparison between the Study One and Study Two samples 
could not be made for the Parenting subscale because the sterilisation question was expanded 
into 11 different conditions in Study Two. However, a comparison of a mean score calculated 
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from the remaining six items showed that views about parenting were very similar across the 
two studies (Study One, M = 27.63, SD = 4.66; Study Two, M = 27.54, SD = 4.99). 
Attitudes towards sterilisation 
The mean response for the Sterilisation items (11 questions) was 3.15 (SD = 1.01), 
with scores ranging from 1 to 6 and lower scores representing greater support for sterilisation. 
Independent samples t-tests were used to examine differences in attitudes on individual 
sterilisation items. There were no significant differences according to respondent gender or 
location (Sydney versus regional NSW). Neither were there any differences in attitudes 
towards the sterilisation of men or women. However, there were significant correlations 
between respondent age and responses to four of the sterilisation questions. Older doctors 
reported more support for sterilisation under the following conditions: when parenting 
presents a significant psychological health risk, r = -.255; when the individual is in a long-
term relationship, r = -.210; when the individual resides long term with family, r = -.207; and 
when there is a risk that the individual’s disability can be passed onto the child, r = -.302 (all 
ps < .05). 
Participant responses were examined in relation to their agreement (i.e., responses of 
mildly agree, agree, or strongly agree) with the sterilisation of women or men with ID under 
particular conditions. The percentages of respondents agreeing that sterilisation was desirable 
for women or men under each of the conditions are provided in Table 4, along with means 
and standard deviations for each item. 
<Please insert Table 4 about here> 
Doctors’ experiences in relation to sterilisation 
In total, 77% of respondents reported that they themselves had not been approached, 
nor were they aware of colleagues who had been approached in relation to sterilisation. 
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Fourteen doctors reported that they had performed at least one sterilisation procedure for an 
individual with ID, with a total of 28 sterilisations recorded across the sample. A range of 
rationales for the procedures were reported including the actual disability diagnosis (e.g., 
fragile X or Down syndrome) and issues such as the individual’s inappropriate sexual 
behaviour, inability to care for themselves and manage personal hygiene, and risk of 
pregnancy. Two doctors mentioned requests for sterilisation by people with ID themselves. 
One was an individual in a long-term relationship who did not want children, and the other a 
person who did not want to pass on a genetic condition to any potential children. 
Training for medical practitioners 
Only 12% of doctors indicated that they believed medical practitioners receive 
sufficient training in the area of disability and sexuality. The mean response for this item was 
2.27 (SD = 1.11), with a range of 1 (strong disagreement) to 6 (strong agreement). 
Discussion: Study Two 
Like their counterparts in Queensland, doctors from NSW appear to hold generally 
positive views about the sexuality of individuals with ID. Scores on the two subscales 
(Sexual Rights and Self-Control) administered to both groups were very similar, as was the 
result for the Parenting subscale minus the sterilisation item, confirming that the earlier 
findings can be generalised to doctors beyond the state of Queensland. The main purpose of 
this second study was to develop a deeper understanding of doctors’ attitudes towards 
sterilisation, given that such a high proportion in the Queensland sample viewed the practice 
as desirable. With the addition of new ASQ–ID questions, the current study provides further 
insights into views around this controversial topic. 
The majority of doctors believe sterilisation is desirable in nine of the 12 conditions 
described in the questionnaire. These conditions encompass parenting issues, such as when 
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the individual is considered unable to parent, or when the available parenting support is 
limited or costly to society, as well as health issues, including when there is a risk that the 
disability could be passed on to a child or when parenting or pregnancy presents a significant 
psychological or physical health risk to the individual with ID. 
The finding that a majority of doctors endorse sterilisation when there are concerns 
about parenting ability and available support is consistent with the results of Study One and 
earlier research (Cuskelly & Bryde, 2004, Gilmore & Chambers, 2010; Jones et al., 2010; 
Wolfe, 1997). This attitude may reflect a general belief that adults with ID are unable to use 
other forms of contraception reliably because of their cognitive limitations, with sterilisation 
being seen as the ultimate solution for contraceptive purposes. 
The endorsement of sterilisation when there is a risk that the disability could be 
passed on to a child could in part reflect what the Australian Disability Discrimination 
Commissioner believes is a eugenic undercurrent to the practice of sterilisation for 
individuals with ID (Griffin, 2011). It may be that doctors’ support for sterilisation is 
influenced by their medical training, and the medical model of disability in which disability is 
viewed as an impairment to be cured or prevented (Officer & Groce, 2009). Given their 
medical focus, doctors are understandably concerned about the potential risks of pregnancy 
and parenting for physical and mental health, and some doctors provided examples of 
possible consequences such as depression, heart disease, and epilepsy. Although pregnancy 
might involve an unreasonably high risk to physical or mental health for some individuals, 
the fact that sterilisation itself poses potential health risks and consequences (Dickens, 2011) 
needs also to be acknowledged. 
The results reveal factors that the majority of doctors view as reasonable grounds for 
sterilisation of women but to a lesser extent for men. These differences in attitudes towards 
men and women are not surprising, and disability advocates have pointed out that the issue of 
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sterilisation, particularly that of non-therapeutic and forced sterilisation, is more prominent 
for girls and women with ID than for boys and men (Hallahan, 2012). The majority of doctors 
in our study indicated some level of agreement with sterilisation for women who were 
considered to be vulnerable to sexual abuse, who were unable to manage sexual hygiene 
without support, and who displayed hypersexuality (i.e., abnormally increased sexual desire 
or activity). They may see these women as being at significant risk of pregnancy, yet unlikely 
to use contraception. Sterilisation, while preventing the most visible consequence of sexual 
activity, will not prevent abuse and, arguably, may even increase the incidence if potential 
offenders know that their abuse cannot be as easily detected because pregnancy is impossible. 
We presume that the doctors’ references to sexual hygiene for women related to 
menstrual management, and thus that they had in mind hysterectomy rather than tubal 
ligation as the desirable sterilisation procedure. Their reasoning in relation to the belief that 
sterilisation could address concerns about hypersexuality may relate to the fact that 
hysterectomy often results in early menopause, with presumptions of diminished sexual 
desire as a consequence. However, the beliefs of so many doctors that sterilisation was 
desirable for men when there were issues related to sexual hygiene and inappropriate sexual 
behaviour are puzzling. The only possible explanations are that the doctors answered 
somewhat carelessly without thinking about the actual consequences of vasectomy, or that 
they were seeing the desirable sterilisation of men with ID as castration, which would prevent 
inappropriate behaviours such as public masturbation as well as hygiene issues related to 
ejaculation. 
It is of interest to note that concerns regarding menstrual management, inappropriate 
sexual behaviour, risk of sexual abuse, and pregnancy are reportedly among the main reasons 
that parents approach doctors regarding sterilisation of their son or daughter with ID (Grover, 
2002; Keywood, 1998). Yet, as disability advocates (Dowse, 2004) and health professionals 
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(Eastgate, 2011) have pointed out, less intrusive and nonpermanent ways of addressing 
parental concerns about pregnancy are available (e.g., education, support, and 
pharmacological methods). As mentioned above, sterilisation does not help with menstrual 
management unless the uterus is also removed, it is unlikely to reduce inappropriate sexual 
behaviour, and it does not eliminate the risk of sexual abuse. 
Within this sample, older doctors indicated more support for sterilisation when 
parenting presents a psychological health risk, when the disability can be transmitted to the 
child, and when the adult with ID lives with family or is in a long-term relationship. By 
contrast, the majority of younger doctors did not support sterilisation for the non-therapeutic 
reasons suggested in the latter two conditions. This finding is consistent with previous 
research that has identified more conservative attitudes about sexuality and ID in older people 
(Cuskelly & Gilmore, 2007; Gilmore & Chambers, 2010). It is likely that younger doctors 
have been exposed to more information about disability rights during their training and 
professional development, whereas older doctors may have had fewer opportunities to 
contemplate these issues. 
In Australia, there are minimal data available regarding the prevalence of sterilisation 
for individuals with ID, either prior to the legislation that made the process illegal without a 
court order, or subsequently. Our results suggest that the majority of doctors have not been 
approached about sterilisation and that they are not aware of such approaches being made to 
their colleagues. Only a small number reported that they had performed sterilisations but, in 
most cases, they did not provide information about how long ago these procedures were 
performed. The majority of approaches about sterilisation and actual sterilisations involved 
women, with inability to manage menstruation being the most common reason for the request 
or, less commonly, factors such as hypersexuality, residing in group homes, and 
incontinence. One doctor reported that the sterilisation of a woman with ID was performed at 
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the request of the woman’s ageing parents because of her hypersexual behaviour and a 
history of violence towards young children and animals. 
In relation to training for medical practitioners, the majority of the sample of doctors 
believes that insufficient training is provided in the area of sexuality and disability. Earlier 
research has reached similar conclusions (Phillips, Morrison, & Davis, 2004). Given a 
considerable amount of evidence demonstrating that physical and mental health problems are 
underdiagnosed or inappropriately treated in people with ID (Cook & Lennox, 2000; 
Edwards, Lennox, & White, 2007), it seems that medical practitioners could benefit from 
general training about the needs of people with ID, as well as more specifically in relation to 
sexuality issues. 
Summary and Conclusions 
In combination, the findings from the two studies reported here show that doctors’ 
attitudes towards the sexuality of adults with ID are reasonably similar to those reported 
previously for disability support workers and general community groups (Cuskelly & Bryde, 
2004; Cuskelly & Gilmore, 2007; Gilmore & Chambers, 2010). Consistent with previous 
research, doctors see less sexual freedom as desirable for adults with ID compared with those 
without ID, and they are more cautious about parenting than other aspects of sexuality. 
The number of doctors agreeing with sterilisation is disturbing. Although some of 
those who endorsed the procedure indicated only mild agreement, current Australian 
legislation states that the practice is not desirable except in very exceptional circumstances. 
Since this legislation was introduced in Australia in 1991, the number of known sterilisations 
of individuals with ID has reduced. It has been alleged, however, that the practice is 
underreported, with the Human Rights Commission receiving anecdotal evidence that doctors 
are performing sterilisations on girls and women with ID without first gaining permission 
from the courts (Griffin, 2011). Further, there is no information available about the 
Doctors’ views about sterilisation 
20 
prevalence data and reasons given by decision-makers because there are no public recordings 
or monitoring of Family Court of Australia or Guardianship Tribunal sterilisation decisions. 
The findings have implications for medical training and professional development 
focused on accessibility of sex education for individuals with ID and alternatives to 
sterilisation. The training provided to doctors should include the context of disability, in 
recognition of the barriers individuals with ID face in gaining sexual health education and 
privacy, as well as appropriate ways of addressing concerns about sexual health, behaviour, 
and parenting. Individuals with ID have the right to be as self-determined as possible in 
making choices about their own sexuality. Doctors need to be well informed about the issues, 
and supportive both of the rights of individuals with ID and also of their needs for health 
care, social support, carer support, and community inclusion. The fact that most doctors have 
few patients with ID and that they have usually received limited training in relation to the 
specific health needs of people with intellectual disability highlights the importance of 
ongoing professional development in this area. As well as information about specific issues 
around sexual health, doctors may need a greater understanding of intellectual disability. 
Knowledge about effective ways of communicating with their patients with ID would be 
beneficial since it seems that doctors often depend on carers to facilitate communication, 
rather than addressing questions and comments directly to the person with ID (McCarthy, 
2010). Patients with ID themselves express frustration about being left out of conversations 
with their doctors (Ziviani, Lennox, Allison, Lyons, & Del Mar, 2004), and this neglect is 
likely to limit opportunities for autonomous decision-making and informed consent. 
The two studies reported here have some limitations that should be considered when 
interpreting the findings. First, there was a relatively low return rate of questionnaires. The 
reasons are unknown, but are likely to be partly due to the busy nature of medical practices, 
which often do not allow time for doctors to complete research questionnaires. Some doctors 
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may have felt that their knowledge of sexuality and ID was insufficient for them to attempt 
the questionnaire. The issue of sterilisation may have led to some discomfort in potential 
respondents, thus explaining the even lower response rate in the second study. Because it is 
possible that only those doctors who were interested in sexuality issues and/or ID completed 
questionnaires, the extent to which the current findings can be generalised to doctors more 
broadly is unknown. 
Another limitation is the fact that data about male sexuality and female sexuality were 
obtained from different participants, following the method used in earlier studies with the 
ASQ–ID. In order to maximise the response rate, we decided against using a much lengthier 
questionnaire that required each participant to answer the same questions about both male 
and female sexuality. Similarities and differences in relation to male versus female sexuality 
should thus be interpreted with this caution in mind. 
One of the inherent limitations of questionnaire methodologies is the inability to delve 
more deeply into the underlying basis for particular responses. This limitation meant that we 
were unable to explore the basis for the doctors’ beliefs that sterilisation could address issues 
such as sexual abuse, inappropriate sexual behaviours, and management of sexual hygiene. 
Finally, an inevitable limitation of research that relies on self-report data is the issue of social 
desirability. It is possible that respondents rated their attitudes as being more positive than 
they really are. We attempted to reduce this tendency by making the questionnaires 
anonymous. As well though, the extent to which attitudes align with the doctors’ actual 
behaviours and practices is unknown. 
Despite these limitations, the research has notable strengths. Doctors are notoriously 
difficult to recruit and there are few studies about doctor attitudes, despite a recognition of 
their crucially important role in the provision of health care and advice to individuals with ID, 
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their families, and carers. A strength of the research is the inclusion of doctors from both city 
and regional practices in two Australian states. 
The findings suggest several directions for future research. Although our second study 
provided valuable information about the circumstances under which doctors endorse 
sterilisation, we still do not have sufficient understanding of any potential knowledge gaps or 
misconceptions about ID that may underlie particular attitudes. This information, possibly 
gathered through focus group discussions, would provide a stronger basis for educational 
initiatives. Future research could explore the issue of sterilisation in other participant groups, 
such as disability support staff, families, and carers. It seems that the attitudes of adults with 
ID themselves have been overlooked in much of the sexuality research to date. Documenting 
their views and experiences could provide new perspectives and deeper understandings that 
would contribute to best practice approaches for supporting and enhancing self-
determination, well-being, and quality of life for people with ID in this important aspect of 
their lives. 
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Table 1. Percentages in each age bracket in the two respondent groups: Study One 
Age bracket Brisbane 
n = 76 
Regional Queensland 
n = 30 
20–29 6.6 6.7 
30–39 28.9 13.3 
40–49 28.9 30.0 
50–59 27.6 36.7 
60–69 7.9 6.7 
70+ 0 6.7 
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Table 2. Means (standard deviations) for the ASQ-ID subscales 
Subscale Possible range M SD 
Sexual Rights 13–78 61.52 7.01 
Parenting 7–42 31.81 5.61 
Non-Reproductive Sexual Behaviour 5–30 24.98 3.51 
Self-Control 3–18 14.48 2.16 
Doctors’ views about sterilisation 
34 
Table 3. Percentages in each age bracket in the two respondent groups: Study Two 
Age bracket Sydney 
n = 39 
Regional NSW 
n = 58 
20–29 2.7 3.5 
30–39 18.9 17.5 
40–49 24.3 26.3 
50–59 37.8 33.3 
60–69 13.5 15.8 
70+ 2.7 3.5 
Table 4. Percentages of respondents agreeing that sterilisation is desirable for women/men with ID and means and standard deviations 
for sterilisation items 
Condition 
 
Sterilisation is desirable for women (or men) 
with ID when: 
Women with ID Men with ID 
% Mildly agree to 
strongly agree 
Mean (SD) % Mildly agree to 
strongly agree 
Mean (SD) 
Parenting (or pregnancy for women) presents a 
significant psychological health risk 
 
83 2.47 (1.10) 78.7 2.63 (1.13) 
The individual is in a long-term relationship 31.9 4.09 (1.33) 29.2 4.13 (1.23) 
The individual resides long term with family 22.9 4.25 (1.15) 25 4.25 (1.15) 
Parenting by this individual would require the 
society to bear significant and ongoing costs to 
support them in their parenting role 
58.3 3.13 (1.51) 72.3 3.09 (1.31) 
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The individual is considered to be vulnerable 
to sexual abuse 
 
65.3 
 
2.90 (1.50) 
 
38.3 
 
3.80 (1.54) 
 
The individual demonstrates ongoing 
hypersexuality 
 
46.9 
 
3.53 (1.37) 
 
37 
 
3.76 (1.40) 
 
The individual demonstrates ongoing 
inappropriate sexual behaviour 
 
 
59.2 
 
3.08 (1.48) 
 
50 
 
3.47 (1.54) 
The individual is unable to manage sexual 
hygiene 
63.3 3.02 (1.40) 44.7 3.74 (1.30) 
There are limited services available to support 
the individual in their parenting role 
75.5 2.71 (1.19) 66.7 2.97 (1.40) 
 
There is a risk the individual’s disability can be 
passed on to the child 
 
75.5 
 
2.73 (1.28) 
 
77.1 
 
2.54 (1.42) 
 
The individual is not considered to have the 
ability to raise a child, even with support 
 
87.8 
 
2.14 (1.19) 
 
79.2 
 
2.35 (1.45) 
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Pregnancy presents a significant health riska 
 
81.3 
 
2.42 (1.08) 
 
N/A 
 
N/A 
aThis question was asked only of respondents completing the questionnaire relating to female sexuality and was not included in analysis of 
overall responses to sterilisation questions. 
